Abstract
Introduction
It is estimated that there are currently over 24 million people worldwide living with cancer (1), with 2 million in the UK alone (2) . Providing information to cancer patients has been shown to relieve anxiety and improve psychological wellbeing (3) (4) (5) . It can also empower patients and help them make informed treatment decisions (6, 7) . In England the recent Cancer Reform Strategy (8) has highlighted information provision as one of its key priorities, as has the President's Cancer Panel 2006 report in the USA (9) . In the current policy context where patient choice, shared decision-making and self-care have gained prominence and where a shift in emphasis from compliance to concordance can be observed, information on which to base choices and decisions is increasingly recognised as important (10) (11) (12) .
Cancer organisations internationally are now emphasising the importance of partners and family members in patients' cancer experiences. It has been reported that family members experience similar levels of distress to cancer patients themselves following diagnosis (12) .
As medical advances have prolonged life and facilitated the treatment of patients in outpatient and community settings, partners and family members have also become more involved in the care of cancer patients, both physically and emotionally (13, 14) .
Furthermore, decisions about treatment and care are often not made by individuals with cancer alone, but are socioculturally, situationally and interpersonally contingent, and made in the context of family and friendship networks (12) . Partners and family members may play a significant role in decision making and to facilitate informed choices for the patient's benefit, their information needs must also be addressed. Previous reviews that have addressed the information needs of family members of cancer patients have indicated that family members are dissatisfied with the cancer-related information they have received and need further information to help them deal with the impact of cancer (15, 16) . However, these reviews have considered family members' and patients needs together, and they have tended not to synthesise their findings. Three studies (5, 17, 18) were cancer-site specific, and one (17) was on satisfaction with information, rather than information needs per se. The last comprehensive review of information needs including a number of cancers was in 1998. This paper provides a systematic review of the literature on information needs of partners and family members of cancer patients from 1998 to 2008. Our aims in conducting the review were to describe 1) the substantive areas of information need identified in the literature to date; 2) the information needs which are specific to particular family relationships; 3) the information needs which are specific to particular cancer sites; 4) changes in information needs over the course of the cancer trajectory; and 5) met and unmet information needs. Such an overview is fundamental to assessing what is known about information needs of partners and family members of cancer patients and to identifying where further research is needed.
Methods
A systematic search of MEDLINE, PsychINFO, the Cumulative Index to Nursing and Allied Health Literature (CINAHL), and the Institute for Scientific Information (ISI; Social Science Citation Index and Web of Science) was undertaken. To be comprehensive, the search strategy included searches with both thesaurus and free terms, such as "neoplasm" and "tumour/tumor" in conjunction with "information need" and various terms for "family member" (see Appendix A for an example of a search strategy). The search was limited to papers written in English and published between January 1, 1998 and June 30, 2008 . Only studies where the cancer patient was an adult were included although family members of cancer patients could include children or adolescents. This resulted in 2,359 citations of potential relevance. All abstracts were reviewed by one researcher (EA) who identified 92 papers as potentially relevant. Each of these was reviewed by at least two of the three researchers, with disagreements resolved by all three. Papers were excluded where: 1) the majority of patients were in the terminal stage or had metastatic disease; 2) they focused on information needs of patients or did not distinguish clearly between the needs of patients and family members; 3) they focused on sources of information; 4) they focused on ways of providing or delivering information; 5) they reported interventions to meet information needs; or 6) they focused on methodological issues only (e.g. the development of a research instrument). In total, 32 papers were included in the review. Two papers reporting the same study were included as they matched the inclusion criteria and reported substantially different findings in each paper.
Studies were classified according to the relationship of the participants to the patient with cancer, as studies of partner/spouse, child, or mixed. 'Child' was here defined as schoolaged or adolescent, and distinguished from adult children. No studies with only other family members (e.g. siblings, parents, adult children) were found. Participants in studies classified as 'mixed' included partners, spouses, children and other family members.
Stages in the patients' cancer trajectory were identified from the descriptions of study design reported in the papers. A distinction was made between the stage of the patients' cancer trajectory at the time of data collection and the stage which was the focus of the study.
Papers which reported studies that restricted recruitment to partners and family members of patients with a particular cancer were classified according to the cancer site of interest; the remainder were classified as mixed site studies.
The information needs reported in the papers were coded and grouped into categories based on a classification scheme developed by Rutten et al. (18) . Codes and categories were developed from the information needs items reported in the papers using a 'bottom-up' approach, and were redefined and refined throughout the review process. All 32 papers were read several times to enable rigorous coding of information needs. The coded information needs were then discussed by the three researchers and combined into relatively narrow sub-categories which were then grouped into broader main categories.
The number and percent of papers in which each main category of information need was reported were calculated to indicate their relative frequency.
Where papers reported information needs as 'met' or 'unmet', this distinction was carried forward as a dimension of the coded and categorised needs described in this paper.
Results

Characteristics of the studies reported in the literature
Characteristics of the studies described in the papers are summarised in Table 1 
Information needs of partners and family members
The information needs reported in the papers were coded and grouped into 11 main categories and 56 subcategories. Table 2 presents the categories of information needs in descending order of frequency with which they were reported in the papers. Treatmentrelated information and diagnosis-related information were the most frequently mentioned (in 91% and 81% of papers respectively); information on hospital care and followup/rehabilitation information were the least frequently mentioned (in 28% and 16% of papers respectively). 
Relationship-specific information needs
Fourteen of the 32 studies reviewed focused exclusively on partners or spouses of cancer patients (6, (19) (20) (21) (22) (23) (24) (25) (26) (27) (28) (29) (30) (31) . Information needs regarding intimacy, sexuality and sexual functioning were reported almost exclusively by this group. Sexuality and sexual functioning were discussed by 9 of the 14 studies (6, (19) (20) (21) (22) (25) (26) (27) (28) . Information needs regarding intimacy were reported in four studies, all of which used the Family Inventory of Needs (6, (26) (27) (28) 32 ).
Four of the 12 'mixed' studies which predominantly included partners and spouses also discussed sexuality and sexual functioning (32-36), but they did not relate any particular needs to particular subgroups of participants in the study. Interestingly, in one additional 'mixed' study (34) adult daughters of the patient rated the need for information about the patient's sexual attractiveness as more important than did patients' spouses.
Four studies were conducted with school-aged or adolescent children of cancer patients (37) (38) (39) (40) . No specific information needs were identified for this group.
Cancer site-specific information needs
The majority of papers reported single cancer site studies. Comparisons across these papers identified a number of information needs which were reported predominantly by partners and family members of patients with particular cancers. In breast cancer studies, these included information on treatment options (25, 34, 38) , complementary/alternative therapies (25, 34, (39) (40) (41) , understanding trials (34), chances of survival (23, 38, 39) , causes and risk factors (34, (38) (39) (40) , incidence rates (38) , and impact on everyday life (31) .
Amongst partners and families of patients with prostate cancer, these needs included information on incontinence (20, 22, 24) , catheter care (20, 24) and sexuality (6, 20-22, 24, 27, 28) . Studies on brain tumours were the only ones to report a need for information on reasons for a delay in diagnosis, the availability of care services, and hospital operational procedures (42) as well as practical information regarding legal services and settling affairs/ writing a will (43).
Two mixed site studies (44, 45) investigated the relationship between the patients' cancer sites and the information needs of their partners and family members but neither found a statistically significant relationship.
Information needs across the cancer trajectory
The majority of studies took the early stages of diagnosis and active treatment as their sole focus of attention. This was the case in 24 studies (of which 14 recruited only partners and family members of recently diagnosed patients or those in active treatment, and 10 recruited partners or family members at a variety of stages but only explored the diagnosis and treatment stages). These studies identified treatment-related information and prognosis-related information as most important, followed by coping information and information on self-care/homecare (7, 19-22, 24-36, 38, 39, 41, 42, 44, 46) .
In our sample, of 13 studies that included family members of cancer patients at different stages of the cancer trajectory (6, 23, 25, 29-31, 36-38, 40, 42, 43, 45) only three examined information needs by stage in the cancer trajectory, and then only cross-sectionally (40, 43, 45) . In relation to the initial diagnosis/treatment stage, these studies also identified treatment-related information and diagnosis/ prognosis-related information as most important (45) , as well as information on possible emotional reactions (of the patient and partner or family member) and information on how to access and give emotional support (43, 45) . In relation to the post-treatment/ survivorship stages, these studies reported information needs as including general lifestyle changes and social re-entry (43), rehabilitation and long-term care (40) , late effects of treatment (45) and recurrences or metastases (45) . No studies focused exclusively on the post-treatment/survivorship stages.
Met and unmet needs
Seven of the 15 quantitative studies distinguished between information needs that were met and those which were unmet. Table 3 presents unmet needs in descending order of frequency. The most frequently unmet needs were diagnosis-/prognosis-related information, information about the impact on the family, information about the impact on the relationship with the partner, information on practical issues, coping information, and treatment-related information.
The distinction between met and unmet needs in the interview-based studies was less clearcut. However, three of these studies reported unmet information needs which were consistent with the need for information discussed in the questionnaire-based studies. For instance, more prognosis-and survival-related information was wished for (37, 38) , and one study discussed information about side effects, will/power of attorney, and financial issues as 'major themes' (43).
Discussion and conclusion
Discussion
This paper has presented the findings of a systematic review of the literature on information needs of partners and family members of cancer patients. The review has restricted its focus to papers specifically on information needs, excluding papers on how information was delivered or conveyed and intervention studies which described attempts to meet information needs. Such studies may nonetheless make a significant contribution to our understanding of the information needs of partners and family members of cancer patients and the findings of this study should be seen in this wider context.
We conducted a systematic search of four major data bases but found only a relatively small number of studies -32-which reported the information needs of partners and family members of cancer patients. This contrasts with the much larger number of studies of the information needs of cancer patients, where a recent review (18) identified 112 papers.
The studies included in our review provide further evidence that a diagnosis of cancer has a significant impact on the partners and family members of patients, and that they perceive a need for information on a wide range of topics. Eleven main categories of information need and 56 sub-categories were distinguished from the findings of the 32 studies included in the review. These findings need to be interpreted with caution, however, as the categories of need identified and the frequency with which they were reported are products of the way the studies included in this review collected their data. For example, studies which used lengthy questionnaires (e.g. the Family Inventory of Need (6, (26) (27) (28) 32) or the Psychosocial Needs Inventory (45)) were likely to report a larger number of sub-categories of information needs than studies which used short questionnaires or qualitative studies which conceptualised needs in broader terms. Similarly, where the same questionnaire (eg the Family Inventory of Need) was used in a number of studies, the needs it asked about were likely to be reported with greater frequency.
Some information needs were identified more commonly amongst particular groups.
Studies of partners or spouses of cancer patients were, not surprisingly, substantially more likely to identify information needs around intimacy and sexuality. Studies of partners or spouses of prostate cancer patients were more likely to report needs for information on incontinence and catheter care, while those of partners or spouses of breast cancer patients were more likely to report needs for information on complementary/alternative therapies, understanding trials, chances of survival, causes and risk factors and impact on everyday life. However, caution is again needed in interpreting these findings as the questions asked in these studies may reflect the researchers' assumptions of what are likely to be -or not be -the information needs of the population they are studying.
It is also important to note that the majority of studies focused on the partner or spouse of the cancer patient, rather than other family members. A wider variety of significant others could be examined in future research. This might be particularly pertinent considering the different relevance of family and friendship networks in different cultural groups. Most studies in this review did not discuss the sociocultural specificity of care and information needs. However, papers from a cultural background other than the dominant white AngloAmerican setting did point to cultural differences in the organisation of care, and therefore, potentially, differences in information needs (35, 44) . As treatments for cancer improve and individuals live much longer following a cancer diagnosis, more research is needed on the information needs of their partners and family members. It has been shown that some stages in the cancer trajectory are particularly anxiety-provoking (4, 17, 18) and it is likely that information needs will vary at these different stages. For example, it is important that information needs following discharge from initial treatment, following final discharge from hospital follow up, and during the long term survivorship phase are well understood. Longitudinal studies in particular are needed to assess how needs change over time (17) , and to inform the development of interventions which take into account the appropriate timing of the information given.
Relatively few studies included in this review distinguished between met and unmet needs.
Of the studies which did address this, psychosocial and supportive care information needs were more likely to remain unmet compared with medically-oriented needs. A previous review, which focussed on prostate cancer, reported similar findings (48) . These results suggest that there may therefore be a disparity between the current focus of research on information needs around the time of diagnosis and treatment, and the areas in which family members are reporting unmet needs. They also suggest a need for medical practitioners to address psychosocial and supportive care information needs more directly;
and for family members to be more involved in setting the research agendas in the area of information needs, so that their (unmet) needs are more directly reflected in those agendas.
In the UK, first steps have been taken in this direction by the charity Macmillan Cancer
Support, who in their survivorship agenda Two Million Reasons (2) identified family members' needs as a priority.
The information needs identified in this review are broadly similar to those identified in reviews of the needs of cancer patients themselves. For instance, the review by Rutten et al.
(18) also identified treatment-related information as the most frequently mentioned information need, and rehabilitation information, prognosis information and coping information were also in the top five. However, many of the studies examining information needs in both patients and family members simultaneously have not distinguished between patients' and family members' needs, making comparison and the drawing of any firm conclusions difficult. If the information needs of these two groups are similar, more emphasis could be placed on the involvement of family members when information is given to patients. However, this has implications for current NHS practice where the family member cannot access information from the cancer patient's health professional without the patient's consent (47) .
We have identified several methodological limitations which make the interpretation of findings difficult. Despite previous criticisms of the literature on information needs, (4, 17, 18, 48, 49) , recent research in this field continues to be hampered by 1) poor conceptualisation of 'information need' ; (2) the lack of a theoretical or conceptual framework underpinning empirical work; and (3) the use of ad hoc and unvalidated questionnaires in survey research.
While the term 'information need' is used throughout the literature, in the papers we reviewed it was rarely defined or distinguished from related concepts. In a concept analysis, Timmins (50) argued that 'information need' describes an expressed and idiosyncratic need, in contrast to normative needs which are defined by professionals. This conceptualisation does not seem to be widely shared, however, and several papers used normative concepts such as 'education need' or 'learning need' in defining information need (19, 42) . Greater conceptual clarity is needed in future empirical work to distinguish those needs defined by individuals in relation to their own circumstances and those needs defined more generically by a wider range of those involved in cancer care.
Similarly, while a number of the reviewed studies referred to a theoretical framework, only two studies (21, 29) used one explicitly in their design. Theoretical frameworks referred to included the Stress and Coping Model by Lazarus and Folkman (51), a supportive care framework (22, 38, 43, 44) and Family Systems Theory (30, 37, 40, 42) , all of which provide useful frameworks for investigating aspects of information needs. Future research could be considerably strengthened by using any of these theoretical frameworks to inform research design, development of research instruments (both questionnaires and interview schedules) and interpretation of findings. This would facilitate comparisons across studies needed to build up a coherent body of knowledge on the information needs of partners and family members of cancer patients and provide the foundations for developing interventions to meet their information needs and for assessing their outcomes.
A related shortcoming was the use of ad hoc and unvalidated questionnaires to identify information needs in a number of studies. Fixed-choice questionnaires can constrain the scope for patients to report their information needs and may distort or fail to capture the full range of needs. Qualitative studies allow participants greater opportunity to define their information needs in their own terms but are less likely to explore them in a systematic way. Studies which used detailed questionnaires that had been developed and validated using qualitative methods are in a better position to overcome some of the limitations of both approaches and provide systematic information on patient-defined information needs.
However, of 20 studies in our sample using questionnaires, only ten were validated. Five of these were adjusted versions of the Family Inventory of Needs (FIN) (52) . Further work is needed to develop validated questionnaires for specific groups and cancer sites and a greater emphasis needs to be given to using these in future research.
Conclusions
This review provides an up-to-date overview of the literature on the information needs of families of cancer patients.
The review has confirmed that partners and family members of cancer patients have a wide range of information requirements which need to be addressed. While many of these information needs might be similar to those of the cancer patient, at least around the time of diagnosis and initial treatment, they may also differ in detail and perspective.
In the early stages of the cancer trajectory, not surprisingly, information regarding diagnosis and treatment are most valued. Much less is known about information needs at later stages. With improved treatments and survival rates, a focus on later stages of the cancer trajectory is becoming more pertinent.
Our review has indicated that information on non-medical topics such as coping with cancer, or the impact of cancer on relationships, is more likely to be lacking in partners and family members than medically-oriented information. Further research which distinguishes between met and unmet information needs is required to confirm this finding, and thought given to how to provide this type of supportive care information to patients and their families.
Future research in the area of information needs would benefit from being more theoretically informed and methodologically robust -with studies using larger sample sizes, validated measures, and longitudinal, mixed-method research designs. Studies are needed which focus on other cancer sites in addition to breast and prostate cancer, on the needs of patients' children, other family members (siblings, adult children of older patients), and the family as a whole.
Practice Implications
Cancer organisations and policy makers are now beginning to emphasize the importance of partners and family members in patients' cancer experiences.
This review underlines the fact that partners and family members have a wide range of information needs. It is therefore important that practitioners recognise these needs alongside those of the patient. Systems which permit the identification of information needs throughout the cancer journey are required.
Strategies should also be developed to ensure best use is made of available resources, for example signposting by health care professionals to good quality written/web-based information. The current implementation of information pathways by the National Cancer Action Team in the UK is one step in this direction (53) .
The findings from our study suggest that oncology practice may need to pay greater attention to providing information on non-medical supportive care topics to partners and family members. However, further well-designed research studies are needed to confirm these findings and to identify information in a wider range of cancers and throughout the cancer trajectory.
